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THE ETHICAL CHALLENGE OF CARING FOR 
PATIENTS WITH POORLY UNDERSTOOD 
PHYSICAL SYMPTOMS 


by Susan Abbey, MD, FRCPC 


The Medical Ethics column is pre- 
pared under the auspices of the OMA 
Committee on Medical Bicethics. 
Each article is intended to provide 
some structure for readers to advance 
their thinking about the ethical 
dimensions of everyday medical prac- 
tice and to both provoke and facili- 
tate wide discussion. 


he past decade has witnessed 
the rise to prominence of a 

number of symptom pat- 
terns, such as environmenial 
hypersensitivity syndrome (20th 
Century disease}, systemic candidi- 
asis, chronic fatigue syndrome, 
and dental amalgam mercury syn- 

. drome. 

There has been much debate in 
medicine as to what these symptom 
patterns reflect. A variety of expla- 
nations are being put forward: (1) 
distinct medical disease entities 
with present poorly understood 
pathophysiologies; (2) a collection 
of disorders with varying patho- 
physiologies; (3) manifestations of 
psychiatric disease (e.g., major 
depressive episode, panic episode, 
panic disorder, somatization dis- 
order) characterized by the 
patient's focus on the somatic 
symptoms of the psychiatric dis- 
order and his or her preference for 
a medical diagnosis which explains 
these somatic symptoms; (4} 


expressions of social distress in the 
form of psychophysiological symp- 
toms. 

Diagnoses, such as fibro-myalgia, 
tempero-mandibular joint dysfunc: 
tion, premenstrual syndrome and 
endometriosis, have also been con- 
troversial and there have been 
extensive debates as to whether 
these are overdiagnosed or misdiag- 
nosed conditions. The role of psy- 
chopathology in the genesis, 
maintenance and misdiagnosis of 
these syndromes has also been 
debated. 

Patients with these poorly 
understood symptoms report 
meeting with skepticism from seg- 
ments of the medical community 
and cite dissatisfaction with the 
way in which they are treated by 
some physicians. Patients report 
feeling that they are not believed, 
the severity of their symptoms and 
resulting disability is not appreci- 
ated, their distress is dismissed, 
and they are personally devalued. 
They note the lack of interest in 
research into the etiology and the 
development of effective treat- 


ments for these clinical problems, | 


which are associated with signifi- 
cant occupational and social dis- 
ability and dysfunction. People 
who experience these symptoms 
charge that this skeptical response 


from some physicians and medical 


institutions is unethical. 

Bioethics has to date provided 
little guidance for physicians 
regarding these issues. Clearly, the 
way some physicians respond to 
these patients tests our profes- 
sion's commitment to the rights of 
the patient and the duties of physi- 
cians to both individual patients 
and society at large. 

Physicians are often troubled by 
the lack of current scientific infor- 
mation to assist in their care of 
these patients. The problems of 
multi-system disorders, which 
have no specific cause and no iden- 
tifiable end organ response using 
current technology, continue to 
challenge physicians. At times, 
frustrated physicians may ask 
what their own "rights" are in 
terms of the clash between their 
own assessment of the etiology of 
the patient's symptoms and the 
patient's desire for the social vali- 
dation provided by a “medical" 
diagnosis. Similarly, physicians 
may be frustrated by the patient's 
anger at what the patient perceives 
as physician irresponsibility in 
making a “dismissive,’ ‘devaluing’ | 
psychiatric diagnosis. The physi- 
cian who finds evidence of psycho- 
logical distress, somatization or a 

‘primary psychiatric disorder, that 
he or she believes is the basis for 
the patient's bodily symptoms, 
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often faces a vexing problemin . 


conveying his or her under- 
standing of the problem to the 
patient in a manner which is 
acceptable and useful to the 
patient. 

On a broader social level, ata 
time of increasing financial con- 
straints and multiple competing 
disease advocacy groups, there are 
tough choices to be made with 
regards to funding for medical 
research. What obligation exists to 
conduct research into these poorly 
understood symptom complexes? 
How does the physician respon- 
sibly investigate these patients 
given the current lack of under- 
standing about these problems? 
What are the limits to cost-effec- 
tive assessment? How does the 
physician reconcile the obligation 
to use health-care resources 
responsibly and not order testing 
that is not indicated when the 
patient strongly requests and 
believes in the need for testing? 
How does the physician respond 
to patients and their families pur- 
suing useless tests and unproven 
treatments which are often associ- 
ated with high financial costs and 
may impose significant stress on 
patients and family members? 
Finally, how does the physician 
ethically respond to disability 
inquiries from insurers and 
employers? 

Patients clearly have the right ta 
compassionate and concerned clin- 
ical care for distressing symptoms. 
Physicians are often caught in a 
battle of divided loyalties between 
their sense of obligation to the indi- 
vidual patient and a wider respan- 
sibility to the scientific method. 
They are troubled by the uncer- 
tainty and lack of clarity associated 
with these poorly understood 
symptom patterns and diagnoses. 
In this context, a physician may 
become frustrated and irritated 
and react to the patient with a pejo- 
rative and negative response. 

Our athical obligation is to do 
no harm and an important aspect 
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of this is managing our own emo- 
tional response to these patients 
and the uncertainty associated with 
their diagnoses. An explicit value of 
our profession is that treatment 
should be based on scientific 
knowledge. While there is the 
recognition that much of what we 
do still lacks a clear scientific basis, 
there is a general consensus within 
the medical profession that physi- 
cians have an obligation to continue 
to pursue scientific knowledge and 
to value information derived from 
the scientific method more highly 
than that which is derived from less 
sophisticated methodology or sub- 
jective experience, although recent 
critics have called these values into 
question. These values are a poten- 
tial source of tension in the doctor/ 
patient relationship and clearly 
bring with them the risk of 
increased distress to patients who 
may feel that they are being per- 


- sonally devalued or their symp- 


toms invalidated. Medical 
anthropologists have documented 
the painful divergence that often 
occurs between the doctor, whose 
training is focused on “disease” (i.e. 
demonstrable or inferred patho- 
physiological lesions}, and the 
patient and family who are trou- 
bled by distressing symptoms and 
experience “illness” and feel cer- 
tain about the source of these 


symptoms. 

In the final analysis, ethical 
physicians have a responsibility to 
provide compassionate care ina 
respectful way for distressed indi- 
viduals with somatic symptoms of 


uncertain etiology. Increasingly, 


attention is being paid to the ques- 
tion of how physicians might 
improve their empathic and effec- 
tive clinical care for these difficult 
symptom patterns. Physicians con- 
tinue to struggle with how to vali- 
date patients’ symptomatic 
distress and convey that we care 
about their illness and distress, 
even though we do not have a firm 
understanding of the etiology of 
their symptoms. 
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There is an ethical imperative to 
improve our skills with regard to 


communicating with these patients; 


to provide symptomatic treatment 
for unexplained physical symp- 
toms and the psychological dis- 
tress associated with them: to 
incorporate new scientific infor- 
mation as it becomes available; 
and to learn to manage our own 
emotional response to these 
patients. 

It is clear that it is time for a 
wider discussion of these ethical, 
clinical and scientific issues as 
physicians and patients struggle 
with both the “disease” and the 


"illness" underlying poorly under- | 


stood physical symptoms. OW 
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IBMIESSIONS 


The Medical Bioethics Committee 
is interested in generating the 
external development of bioeth- 
ical articles for its OMR “Medical 
Ethics" column. OMA members 
interested in preparing analyses of 
the ethical aspects of a common 
clinical experience of their choice 
should contact Mr. John Krauser, 
OMA Department ‘of Health 
Policy, (416) 599-2580 or (800}- 
268-7215. OMR 
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